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suggested as useful conversational approaches to help the person express their experiences, retain their sense of self, as well as develop and maintain relationships (McKeown et al., 2015) .
Furthermore, person-centered communications wherein staff consider the person's values and embrace a respectful attitude have also been observed to increase conversations and positive reactions in residents with dementia (Savundranayagam et al., 2016) .
Research around developing and evaluating communication strategies has predominantly been based on work with family caregivers and healthcare professionals and not from the perspective of people living with dementia. Although some studies have recruited people living with dementia (e.g., Savundranayagam et al., 2016) , only observations of their behavioral responses to communication strategies were made; therefore their experiences and perspectives of communication remains unclear. Historically, people with dementia have been excluded from research as they were assumed to be incapable of participating due to cognitive declines (Cottrell and Schultz, 1993) . However, it is increasingly recognized that this population experience thoughts and feelings and remain capable of expressing their opinions (Benbow and Kingston, 2016; Dewing, 2007; Kitwood, 1997; Hubbard et al., 2003) . This recognition and developments in person-centered care have prompted the need to involve people with dementia in research to ensure services are relevant to their needs (Department of Health (DoH), 2012). care practitioner OR health care provider OR health care worker OR home health aides OR public health officer. The search was limited to peer-reviewed and English language journals and duplicates generated from different databases were removed. The search was conducted in September 2016.
Inclusion and exclusion criteria
Inclusion criteria were defined to specify studies relevant to the current review. All abstracts were reviewed and those meeting the following eligibility criteria were included:
• The primary aim of the study was to examine experiences and perspectives of communication.
• Communication specifically involved persons with dementia rather than occurring amongst others (e.g., between professionals and family).
• Feedback on experiences and perspectives of communication was obtained from participants. Studies that only reported observational data were excluded.
• All persons referred to have a diagnosis of dementia.
• Population did not have any other cognitive impairment (e.g., learning disability).
• Population did not have other communication impairments unrelated to dementia (e.g., deaf-mutism).
• Quality criteria of the QATSDD were met.
• Non-empirical studies (e.g., reviews), dissertation papers, community projects, intervention, and training programmes were excluded.
Quality assessment
Quality assessment of each study was imperative in order to ascertain the reliability and validity of the methodology used as this would consequently guide the interpretation of the studies. The 16-item Quality Assessment Tool (QATSDD; Sirriyeh et al., 2011) was considered appropriate as it is used to determine the quality of qualitative (14-items), quantitative (14-items), and mixed-methods (16-items) studies conducted in healthcare services. This is in keeping with the mixed-methods approach of the current review. Each study is scored on every item (0 = not at all; 1 = very slightly; 2 = moderately; 3 = complete) and the total score was subsequently converted into a percentage. In summary, the items examine theoretical framework, study aims, research settings, representativeness of sample, data collection procedure and rationale, appropriateness and reliability of data analysis, and discussions of study strengths and limitations. The quality of each study was assessed by the first author (SA) and seven of the 15 studies were randomly selected and quality assessed by two independent researchers to ensure reliability. Figure 1 illustrates the selection process of the studies included and excluded at each stage.
Selection process

<< Insert Figure 1 about here >>
Results
Overview of selected studies
The initial search identified 927 studies using the pre-defined key terms from the selected databases. Studies were subsequently excluded for reasons of duplication (92) and not meeting the inclusion criteria based on their titles and abstracts (824). Hand searching through references resulted in the inclusion of four relevant studies which were not originally identified in the search.
After applying the QATSDD criteria, none of the studies were excluded based on low quality. A final 15 studies were included in the current review. To gain inter-rater reliability, two independent researchers screened a total of 250 titles and abstracts (30.3% of the total 824 studies generated from the databases). An agreement of 96.0% and Cohen's Kappa (ĸ) of 0.60 was achieved between the first researcher and independent rater 1, and an agreement of 94.4% and Cohen's ĸ of 0.49 was achieved between the first researcher and independent rater 2. These results indicated moderate 1  2  3  4  5  6  7  8  9  10  11  12  13  14  15  16  17  18  19  20  21  22  23  24  25  26  27  28  29  30  31  32  33  34  35  36  37  38  39  40  41  42  43  44  45  46  47  48  49  50  51  52  53  54  55  56  57  58  59 
Quality assessment results and critique
This section outlines general trends observed across the studies. Specific limitations which scored 0
(not at all) or 1 (very slightly) on the QATSDD items are outlined in Table 1 . Relevant strengths and limitations are noted alongside the interpretation of study findings. Statistically significant (p < 0.00)
inter-rater reliability of quality assessments was achieved across all three (the first researcher and two independent) raters. Analysis produced an intraclass correlation coefficient of 0.89 (95% Confidence Interval = 0.52 -0.98, p = 0.00) between the first researcher and independent rater 1, and 0.96 (95% Confidence Interval = 0.80 -0.99, p = 0.00) between the first researcher and independent rater 2. The outcomes suggest overall agreement in the quality ratings of each study and robustness of the QATSDD tool. However, differences in ratings were still discussed and consensus was reached.
All studies scored 0 (not at all) on whether users were involved in the study design. Many of the studies stemmed from larger research projects (e.g., George and Houser, 2014; Savundranayagam and Orange, 2011; 2014; Ward et al., 2008) . Although it is possible that the original projects involved service users during the consultation and design process, upon examination of these papers, involvement is not described (Houser et al., 2014; Orange et al., 2009) . It is therefore unclear whether the research questions and study aims were relevant to people with dementia or indeed their family caregivers or healthcare professionals. Furthermore, methods in which data was collected and analyzed may have been inappropriate for representing the experiences of people with dementia or carers. These criticisms were considered throughout the interpretation of the results.
A few studies were rated low with respect to including explicit theoretical frameworks on communication as they largely discussed communication difficulties consequential to dementia symptoms (Richter et al., 1995; Small et al., 2000; Wang, 2013 et al., 2011; George and Houser, 2014; Purves, 2009; Purves and Phinney, 2012/2014) . Others did not justify the sample size in terms of analysis (Savundranayagam and Orange, 2011; 2014; Savundranayagam et al., 2007; Small and Gutman, 2002) . These results might have limited generalizability and contain Type I or Type II errors, which have not been assessed. et al., 2013; Purves, 2009; Purves and Phinney 2012/2013; Richter et al., 1995; Small et al., 2000; Wang et al., 2013; Ward et al., 2008) . Despite three of these studies recruiting people with dementia, their experiences and perspectives on communication were not described (Purves, 2009; Purves and Phinney, 2012/2013; Ward et al., 2008) . Rather, all seven studies described families' and professionals' experiences; the results are therefore limited to this population and little is known about experiences from the perspective of people with dementia.
Exploratory investigation
An overarching theme across several studies was around communication difficulties. Skill deterioration including failing to hear, understand, remember, or respond appropriately were described to make communication challenging as the person with dementia was perceived to struggle expressing themselves in a way carers could understand (Purves and Phinney, 2012/2013; Small et al., 2000; Wang et al., 2013; Ward et al., 2008) . A phenomenological approach using content analysis was undertaken by Wang and colleagues (2013) to explore difficulties in communication from healthcare professionals' perspectives. Two themes were uncovered; the first was "different language", referring to differences in dialects wherein patients and nurses could not understand each other. This was evident within subthemes of "repetitive responses", as misunderstood messages were repeated by both parties, and "lack of language consensus", as both parties frequently had different perspectives or languages. The second theme was "blocked messages", including subthemes "difficulty in accessing emotions" and "difficulty in understanding needs" as nurses struggled to interpret these due to patients' verbal impairments. Communication problems were also noted to negatively affect activities of daily living, particularly with conversations around personal life and telephone use (Small et al., 2000; Wang et al., 2013) . To overcome communication problems, certain techniques were acknowledged to facilitate communication (Richter et al., 1995) . Family members believed verbal reassurance (e.g., "I understand you are afraid"), physical contact (e.g., putting an arm around the person), and distraction (e.g., completing a different task) were the most effective forms of communication,
particularly when the person with dementia was distressed. The helpfulness of these strategies was affirmed by nursing assistants who also reported using short verbal cues, reminiscence-based conversations, eye contact, smiling, and hugging to promote communication. In contrast to the above studies, this study is merited on exploring experiences of both helpful and difficult communication. Results of another study also identified that speaking on the behalf of the person with dementia was helpful as this supported social interactions and reduced possibilities of the person facing stressful situations (Purves, 2009). However, speaking on behalf and instead of a mother with primary progressive aphasia was also seen as problematic by her family as she might find it difficult to make an objection if she disagreed with statements made. This would suggest Another theme was identified around the underling relationship with the person with dementia.
Having a positive relationship with patients enabled staff to interpret many of their nonverbal expressions (e.g., the patient looked) as the underlying meaning of this was shared (Ward et al., 2008) . Staff reports as well as video-recordings suggested patients were capable of and sought communication; however, this was not always received when staff members were occupied elsewhere or could not interpret expressions (Ward et al., 2008) . This perhaps reflects the occurrence of communication difficulties when perspectives were not shared and there was a difference in dialect between staff and patients (Wang et al., 2013) . Eggers and colleagues (2013) suggested both relational facets and communication techniques are required for communication to be helpful and meaningful. Nurses reported "being" in communication whereby they attuned to patients' feelings and took on their perspectives. They also reported "doing" communication, which involved using communication strategies such as active listening, providing time to talk, and asking questions. These studies are merited for providing insight into the multiple co-existing aspects underlying communication, though understanding these from the perspective of people with dementia would be fruitful.
Exploration of specific strategies
Eight studies identified in the search examined perceptions and experiences of specific communication strategies that were recommended within the literature. Even though five of these studies recruited people with dementia, only one examined their experiences (Day et al., 2011) while the remaining four observed their responses alongside reports from family caregivers or professionals (George and Houser, 2014; Savundranayagam and Orange, 2011; 2014; Small et al., 2003) . The other three studies exclusively examined the experiences of family caregivers or et al., 2007; Small and Gutman, 2002; Tucket, 2012) . Therefore, similar to the above cluster of studies, limited interpretations can be made with respect to the experiences of people with dementia. Furthermore, results are restricted to the remit of the predictated strategies.
Small and Gutman (2002) In both studies by Small and colleagues (2002; 2003) , it is unsurprising that caregivers reported using strategies they felt were most effective. However, when comparing audio-recordings of interactions against caregivers' reports of strategy use, a Wilcoxon Signed Ranks Test indicated caregivers underestimated their use of strategies 1 (p = 0.00), 2 (p = 0.00), and 5 (p = 0.04) while they overestimated the use of strategy 4 (p = 0.00; Small et al., 2003) . Although this data indicates discrepancy between perceived and actual use of strategies, little is suggested as to why this might have occurred. Fewer communication breakdowns (e.g., misunderstandings) were observed when strategies were used compared to when they were not (Small et al., 2003) . However, this finding was only marginally significant (t(16) = -1.61, p = 0.06, one-tailed) and no differences were found between frequency of strategy use and breakdowns (r s = -0.09, p = 0.72). Interpretation of this data et al., 2007) . Personhood strategies were perceived as respectful, helpful, competent, satisfactory, and patients were believed to more likely engage in future conversations.
Conversely, directive strategies were viewed as patronizing and could result in patients being passive and afraid to complain if they were unhappy. In another study, staffs' and patients' perceptions of 'TimeSlips' were examined (George and Houser, 2014) . TimeSlips is a storytelling programme which encourages the person with dementia to identify and express their social roles and personal strengths they still retain. Although reports from patients were collected, this focused on how Two of the studies examined the acceptability of lying to patients. Tuckett (2012) found healthcare professionals believed lying to patients was acceptable in circumstances where they anticipated the patient might not comprehend, forget, or be unable to respond. Lying was further justified when believed this would prevent patients experiencing distress (e.g., withholding information about death of a loved one). In another study where people with Alzheimer's disease were interviewed about how they felt being lied to, they too considered it acceptable if: it was in their best interest, they were treated respectfully, the interpersonal relationship was considered and maintained, no alternative explanations were available, and the lie was subtle (Day et al., 2011) . Lying however was considered patronizing, demeaning, and unacceptable if it elicited negative emotions, negatively affected their self-concept, and damaged their trust and relationships. The study by Day and colleagues (2011) was the only one identified wherein experiences of communication in people with dementia were explicitly explored. This study, above the others, prioritised the views of an understudied population which is vital given research, healthcare providers, and recommendations should place the patient at the heart of care (NHS England, 2013) .
This study illustrates the importance of respecting the person with dementia and preserving trust and social relationships, even during difficult circumstances such as lying. Results also indicate that people with dementia are aware of communication difficulties. This study suggests feasibility of actively including people with dementia in research as well as the necessity of understanding their views to further scientific knowledge. However, results cannot be generalized given it was the only study that explored the perspectives of people with dementia and focused on the specific topic of lying rather than general experiences of communication.
Overview of strategies
The studies reviewed note a range of strategies and upon their review, the strategies may be conceptualized in two ways (Table 4 ). The first focuses on practical techniques which the caregiver utilizes to engage in communication, such as short sentences and reminiscing. In the majority of cases, strategies reported by family caregivers and professionals as most effective did not correspond to those most recommended by healthcare providers and were not always observed to be most effective (e.g., Savundranayagam and Orange, 2011; 2014; Small and Gutman, 2002; Small et al., 2003) . The second category of strategies reflects more interpersonal characteristics present during communication, such as attunement and incorporating personhood. Such interpersonal characteristics were experienced as helpful by family caregivers and professionals. Furthermore, the only study that examined the perspectives of people with dementia suggests that interpersonal characteristics are valuable in enabling communication that is felt as meaningful (Day et al., 2011) . 
Although this distinction between the pragmatics and interpersonal characteristics involved in
Involving service users in research
The lack of knowledge on the communicative experiences of people with dementia may negatively impact training programmes as strategies recommended might not adequately meet the person's needs (NHS England, 2013) . Furthermore, the fact that none of the studies identified involved service users (either people with dementia or caregivers) in the design phase begs the following questions: how relevant were the strategies examined and what would be important to explore.
Therefore, there is a significant need for people with dementia to have more active involvement in research (DoH, 2012).
Policy-makers have increasingly acknowledged the need to involve people with dementia in research in order to successfully move towards person-centered care (DoH, 2012) . Healthcare organizations
proposed that people with dementia should be involved at consultation, collaboration, and participatory phases of research, rather than simply being 'subjects' of research (DoH, 2012; NHS England, 2013) . People with dementia also reported wishing to engage in research; involvement would be worthwhile of their time, they could contribute to service development, and they would be viewed as capable rather than incapacitated (Dewing, 2007; Hubbard et al., 2003) . Studies in other areas suggest it is both possible and fruitful to involve people with dementia (Benbow and Kingston, 2016; McKeown et al., 2010; 2015) . However, given little is known about the experiences of communication in people with dementia, the extent to which recommended strategies are appropriate and person-centered could be questioned. Involving people with dementia has been recognized to inform helpful ways of managing communication breakdowns (Karlsson et al., 2014) . et al., 2003; McKeown et al., 2015) . Although others who know the person well, for example family members, may support the person in their decision to consent, caution must be taken to not overly-rely on proxy consent without empowering the person in decision-making (Dewing, 2007) .
Challenges of including people with dementia in research
There may be a perception that people with dementia are unable to express their views given cognitive declines (Cottrell and Schultz, 1993) . To support self-expression, adaptations (e.g., picture boards) could be used by researchers when exploring the research question (Murphy et al., 2005) .
Engagement could also be supported by researchers displaying empathy and creating a safe context where the person becomes familiar with the environment, study tasks, and researchers (Hubbard et al., 2003) .
Future directions
Future studies are advised to actively involve people with dementia and explore their experiences of 1  2  3  4  5  6  7  8  9  10  11  12  13  14  15  16  17  18  19  20  21  22  23  24  25  26  27  28  29  30  31  32  33  34  35  36  37  38  39  40  41  42  43  44  45  46  47  48  49  50  51  52  53  54  55  56  57  58  59  60   F  o  r  R  e  v  i  e  w  O  n  l  y 21  22  23  24  25  26  27  28  29  30  31  32  33  34  35  36  37  38  39  40  41  42  43  44  45  46  47  48  49  50  51  52  53  54  55  56  57  58  59 the described terms produced a total of 128 papers following removal of duplicates. This number of studies was considered too few and therefore the search term of 'experience' appeared too restrictive. To avoid potential exclusion of relevant papers, this term was not used thus a broader number of studies were produced and screened.
A further limitation of the review was studies that aimed to examine experiences of caregivers and healthcare professionals were included. It could be argued that it was unfair to evaluate these studies with respect to how much they tell us about the experiences of people with dementia.
However, it was felt appropriate and necessary to include these studies given the limited research which explores experiences of communications. It was also important to note these studies to illustrate the need for including people with dementia in research. 
Conclusion
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